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CHAPTER I 
INTRODUCTION 
It is a far cry from the ancieyt to the modern 
concept of mental retardation. 
Slowly over the years, we have progressed from the 
primitive concept that the mentally retarded child was 
possessed by the Devil to a recognition of the fact that 
II the mentally retarded child, like any other handi-• • • 
capped child, is first and foremost a child, with all the 
basic needs for security, for love, for acceptance and 
for accomplishment."2 This change in attitude has come 
about largely through the efforts of a few dedicated 
professional people working individually and through the 
organized efforts of such groups as the American Associatior 
of Mental Deficiency and the National Association for 
Retarded Children. The American Association of Mental 
1Abraham Levinson, The Mentallf Retarded Child (New York: The John Day Company, 1952 , p. 40. 
2Renee Zindwer, "Purpose of Lecture Series and 
Publication," Public Health N6l-7s, vol. 38 (October, 1957), 
p. 307. 
1 
2 
Deficiency was established in 1876 and its membership is 
composed largely of physicians, educators, and psycholo-
gists.1 The National Association for Retarded Children, 
incorporated in recent years, is composed largely of 
parents of mentally retarded children and has been 
responsible for arousing public interest in the problems 
related to retardation, as well as promoting social action 
on behalf of the mentally retarded child. 
In reviewing the literature on the subject of 
mental retardation, it was found that many books have been 
written by psychologists, various medical specialists, and 
educators. Nursing periodicals, however, contained only a 
very limited number of references on the function of the 
nurse in the care of the retarded child. Since it was 
felt strongly that public health nurses are rendering 
beneficial services to families of retarded children and 
that the families are receptive to these services, the 
investigator became interested in studying this concept. 
Relevance of the Problem to Public Health Nursing 
In 1956, the Congress of the United States 
appropriated a four million dollar increase in the budget · 
1Levinson, op. cit., p. 47. 
0 
., 
• 
• 
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of the Maternal and Child Health Services of the Children's 
Bureau to be used in the field of mental retardation. One 
million dollars of this amount was designated for use in 
developing pilot health service programs for retarded 
children and State Departments of Health were expected to 
extend and improve their services with funds from the re-
maining three million dollars, Currently~ many State 
Departments of Health are conducting surveys to determine 
the number of mentally retarded children in their popula~ 
tion, and to evaluate the need for establishing or ex~ 
tending service to this group, 
Because public health nurses have assisted 
families with mentally retarded children as part of 
generalized programs for some time, and~ because they 
constitute the largest body of professional workers 
providing Maternal and Child Health Services, it is not 
surprising that the Children 1 s Bureau looks to this group, 
within existing agencies, to extend and improve its 
services to retarded children.1 Before extension and 
improvement can occur, it seems important to determine 
111Guide for Participation in the Survey Of Public 
Health Nursing Service to Mentally Retarded Children," 
(Washington, D.C.: Department of Health, Education and 
Welfare, Social Security Administration, Children's 
Bureau, September, 1958), p. 1 (Mimeographed).· 
• 
4 
what functions public health nurses are rendering to 
mentally retarded children and their families and how 
families view these functions, 
Statement of Problem 
DUring the academic year, 1959·1960, while en-
rolled at Boston University School of Nursing, the 
investigator received concurrent field experience at the 
Cambridge Service for Retarded Children--one of the pilot 
projects which is supported in part by funds from the 
Children's Bureau. Upon completion of this program, the 
investigator plans to return to Wyoming to act as a con-
sultant nurse to public health nurses who will "extend and 
improve" their services to mentally retarded children and 
their families. Thus, the investigator became interested 
in learning how families with mentally retarded children 
perceive the functions of public health nurses and how the 
nurses interpret their own functions. Therefore, the 
following study was undertaken at the Cambridge Service 
for Retarded Children: 
This study attempts to compare how ten families 
who have received coordinated services in the care and 
management of their retarded children perceive the 
\ .. 
5 
services of the public health nurses; and how the public 
health nurses recorded the services Which they rendered 
to these ten families. 
Scope and Limitations 
The Cambridge Service £or Retarded Children was 
established on July 1, 1957 and is an integral unit of 
the Cambridge Health Department. This Service ~'las 
developed as the result of collaborative efforts on the 
part of local, state, and federal agencies. It has 
three objectives: (1) provision of adequate health 
services for retarded children, with particular emphasis 
on children of preschool age; (2) provision of training 
facilities for professional personnel; (3) the designing 
and conducting of studies in the area of mental retarda-
tion. Since the project is located in the local Health 
Department, it is family and community centered rather 
than clinically centered. The team approach is used to 
meet the needs of the mentally retarded and their 
families. 1 
~eon Sternfeld et al. ~ "Cambridge Service for 
Retarded Children, 11 CommOtiheatth, vol. VII (January-
February, 1959), pp. 3-4. 
.. 
• 
• 
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The ten retarded children, who were selected for 
this study had been evaluated physically, socially, and 
psychologically at the Cambridge Service for Retarded 
Children and were receiving family-centered follow-up 
care in their homes by public health nurses. 
The public health nurses, who were providing 
follow-up services for these children were employees of 
the Cambridge Health Department~ an official agency, and 
the Cambridge Visiting Nursing Service, a nonofficial 
agency. Also, included in the study was the public 
health nurse who is. a member of the team of the Cambridge 
Service for Retarded Children • 
Limitations of the study included the following: 
1 •. 
2. 
3. 
4, 
5. 
The study was geographically limited to 
Cambridge and to ten children who were cur-
rently receiving continuous, coordinated, 
and integrated services from the Cambridge 
Service for Retarded Children. 
The study tgas exploratory in nature. 
The size of the sample was limited to ten. 
The interpretation and presentation of the 
findings were dependent on the judgment of 
the investigator. 
There was a paucity of nursing studies re-
garding the problem • 
• 
• 
• 
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Definitions of TerminologY 
The following are definitions of terminology used 
in thi.s study: 
l. 
2, 
Mentally retarded child! "any child under 
twenty-one years of age who has 
been identified as retarded, or is 
suspected of mental retardation on 
the basis of developtnental history • 
poor academic performance, I, Q, · 
score, or social adaptation Wh~ 
contrasted wi,th his age peers," 
Public Health nurse: any nurse, practical 
or professional, employed by the 
public health nursing agencies 
Within the community • 
Methodology 
Following a conference with the public health 
nurse at the Cambridge Service for Retarded Children, 
the investigator decided to self select ten mentally 
retarded children and their families to participate in 
this study. She, therefore, reviewed the composite 
records at the CSRC*to confirm that a diagnosis of mental 
~'Guide for Participation in Survey of PUblic 
Health Nursing Service to Mentally Retarded Children," 
op, cit., p. 15. · · 
'1: . 
Cambridge Service for Retarded Children, 
• 
• 
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retardation had been established and to confirm the fact 
that public health nurses had been involved in providing 
follow~up services to these children and their families 
in their homes. 
The families were contacted to explain the purposes 
of the study~ and to obtain permission from the parents 
for interviews in their homes. In the interviews~ con-
ducted in an informal manner? the investigator followed a 
guide which had been prepared for this purpose. Recording 
was done outside the home immediately following the inter-
view. 
Records on which the public health nurses had 
recorded their services to these ten families were studied 
to determine the kinds of nursing services that the nurses 
felt were provided to these families. This information 
was categorized on a work sheet. After the interviews had 
been c~leted and the records reviero1ed, the data were 
compared and studied. 
The literature was reviewed in order to discover 
the philosophy which currently prevails regarding the 
total care of the mentally retarded child. 
• 
• 
• 
CHAPTER U 
THEORETICAL FRAMEWORK 
Review of Literature 
Mental retardation, today, is no longer considered 
an evil curse nor disgrace to a family as it was in the 
past. Instead, mental retardation is thought to be a. 
condition resulting from a variety of causes. The 
complexity of the problems arising from the variety of 
causes requires a ~ltidisciplinary approach for allevia-
tion or solution. This change in attitude which has 
evolved slowly over the years is not the result of one 
event in history, Rather, it is the result of increased 
knowledge and changing concepts · in the fields of 
medicine, psychology, sociology, and education as well as 
a change in attitude by lay persons. 
"Since earliest times, the mentally retarded have 
been found in all parts of the world and in all classes 
of society, Plato, who died in 347 B, C., mentioned them 
and even noted different degrees of retardation."1 At that 
lKatherine G, Ecob, 11Grm~h of Social Responsibilit: 
for the Exceptional Child," Helping Parents Understand the 
Exceytional Child, (Longwood, Pa., : Woods SchOols, May, 
19Sz , p, 10, · · 
9 
• 
• 
10 
time, the general attitude toward the mentally defective 
seemed to be one of neglect. With the rise of 
Christianity, certain religious groups began to apply the 
virtue of charity and provided a few basic essentials such 
as food and clothing for the feebleminded. It was during 
the seventeenth century that society started to build 
institutions for the infttrm and included the mentally 
defective. St. Vincent de Paul was one of the first to 
inaugurate such a trend. However, little was done in the 
way of treatment or education for these individuals. 
Undoubtedly, one of the first to be interested in 
the education of the retarded child was Jean Itard,1 a 
French physician Who lived between 1774 and 1838; he was 
inspired by the philosophy of sensationalism in which it 
was thought that man acquired his knowledge through the 
sensory processes. Itard attempted to use this method 
in teaching Victor, a wild boy about twelve years of age, 
Who had been found wandering in the woods of Aveyron and 
Who acted very much like an animal. Although Itard 
failed to reach the goals which he had established for 
this boy, his work attracted the attention of the French 
1samuel A, Kirk and G. Orville Johnson, Educating 
the Retarded Child, (Cambridge, Mass.: The Riverside 
Press, 1951), p. 70. · · 
• 
• 
• 
. 
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Academy of Science. Upon the request of the Academy, 
Itard wrote the Wild Boy of Aveyron which has become a 
classic in the history of education of the retarded. 
Inspired by Itard's slight accomplishments, 
Seguin, 1 a physician and teacher, devoted his life to the 
training and education of mentally retarded children. In 
1837, he founded a School for Idiots in Paris--the first 
of its kind. Later, Seguin came to America where he 
demonstrated the application of physiological principles 
to problems of training retarded children. He also 
helped establish institutions for care of subnormal 
children. Like Itard, his writings are considered 
classics. Many of Seguin 1 s principles of teaching by 
sensory and physiological training are used today in 
"readiness education at preschool levels. 112 Seguin was 
one of the first to observe that "the brains of the 
retarded were not always diseased or abnormal but were 
often arrested in development,113 
After studying the works of I.tard and Seguin, 
Dr. DeteressaMontessori, a physician in Rome, came to 
~evinson, op. cit., p. 42. 
2Kirk and Johnson, op. cit., p, 74 •. 
~evinson, ..;:;.OP.._•;._,;;;C;.;;;i-"'t. , p. 43 • 
• 
• 
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believe that many of the diseases considered by society 
as medical problems were educational problems so she 
organized"the Orthophrenic School for the Care of the 
Feebleminded and included a training program for teachers. 
By use of her own d'fdac"t:i"'C materials • Montessori 1 s program 
of "self-teaching" was so organized that teachers withdret~ 
and supervised while the children taught themeelves. 1 
Although her method of teaching the retarded has been 
criticized, Montessori became famous for her Case Dei 
Bambina which were established for young children of 
working mothers and provided valuable social experience 
for these children. Her purpose l~as to combine home and 
school. 
" 
the greatest defect in her theory is the . . . 
assumption that there is a transfer of learning from 
didactic materials to life situations.112 Her utilization 
of "self-teaching" the child is still used in combination 
with other methods. 
It is interesting to note that the early pioneers 
who were interested in the education of the retarded 
child were European physicians. The first to combine 
medical treatment with education was Gugenbuehl, 3 a Swiss 
1Ibid. 
-
~irk and Johnson, op. cit., p. 79. 
=\.evinson, ""O.._P~· -"'c""i.:;.t. • p. 43. 
··~· 
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physician, who discovered that thyroid extract improved 
cretini.sm. After making his discovery, Gugenbuehl treated 
cretins medically and established a school for them in 
Switzerland. 
In the United States, during the latter half of 
the nineteenth century~ interest in the welfare of re• 
tarded children led to the establishment of schools and 
institutions for their care. In 1848, under the direction 
of Dr. Samuel Howe the Perkins Institute for the Blind 
- ' - . 
Wl!-S established. This later became the Massachuse.tts 
School for Idiots and Feebleminded Youths. 1 Other states 
followed this example and, slowly, throughout this country, 
institutions for the feebleminded, Which attempted to 
combine care and education, were established, During this 
era, the American Association for Mental Deficiency was 
organized. This society, Which still exists, is composed 
of psychologists, physicians, and educators. It has 
helped bring about many changes in the care of the retarded 
in the past. Today, it continues to attempt to discover 
the causes of mental retardation by furthering research 
studies in particular .• 
In 1890, Dr. Walter E. Fernald, Superintendent of 
the Waverly State School in Massachusetts, started a nQlq 
" 
• 
• 
• 
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trend when he began to parole patients to their com-
1 -
munities informally. Meant~le, other states started 
unlocking the doors to their institutions and allowing 
many of the. mentally subnormal to return to their own 
communities for care. 2 At. the same time, larger cities 
began to organize special classes in their schools for 
these children and private schools such as the Woods 
Schools in ~ennsylvania wer~ established. 
Several events, which occurred at the turn of the 
century or soon after, have fostered the trend which was 
introduced by Fernald, of keeping the retarded child in 
his own community if possible, rather than committing him 
to a state institution. However, this is not to say that 
institutions have not made their contributions to the 
care of the retarded child or that they can be entirely 
eliminated. 
In 1905, Alfred Binet, a French psychologist,. 
devised a test by which the mental age of the child could 
be compared with his chronological age. Binet tfas inter-
ested in assessing the child•s learning abilities as well 
as his learning liabilities. 3 His contributions in the 
~cob, loc. cit. 
~rk and Johnson, op. cit., p. 82. 
3Ibid • 
• 
• 
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area of intelligence testing have had far reaching 
benefits for the notmal child as ~'1ell as the intellectually 
handicapped child. Revised forms of his tests are still 
used. 
An important stimulus to providing education which 
l'1ould meet the needs of the retarded came as the result of 
compulsory school attendance laws Which started to be 
enforced in the early twentieth century.1 As a result 
of these laws. educators and society came to realize 
that there are many in the general population who never 
function at a mature level of intelligence. 
Another important event which had a far reaching 
effect on the entire field of mental illness was the 
organization of the National Committee for Mental Hygiene 
in 1909. This Committee came about as the result of 
crusading done by Clifford Beers, who had a long history 
of mental illness. It is now recognized that many children 
Who appear retarded, are emotionally disturbed. It is,knoWI 
also, that retarded children are often emotionally dis-
turbed. 
Changes in concepts regarding the care of the 
retarded child heve paralleled, in many ways, changes in 
1 Gruener, op. cit., 
• 
• 
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concepts regarding the care of the normal child. Because 
of the great advances.in medical science, the physical 
needs of the child have become of less concern than 
formerly, as society has begun to consider the total 
child--psychological, social, as well as physical. The 
second World war greatly stimulated the growth of 
psychiatry as a medical. specialty and psychology as a 
behavioral science. The mass psychological testing of 
military personnel uncovered large: numbers of so-called 
mental retardates than bad beE!tl expected. It was obvious 
that social and cultural factors as well as a lack of 
educational opportunities were the causes of inoptimal 
mental functioning among large segments of the group 
being tested rather than true intellectual deficit. This 
experience has led to improved methods of psychological 
testing and an increased understanding of the complexi.ty 
of the problem of mental subnormality. 
In fact~ Jarvis has defined mental deficiency as 
A condition of arrest or incomplete mental develop-
ment El:ltisting before adol.escense, caused by a 
disease or genetic constitution and resulting in 
soCial incompetence. This definition includes both 
the social concept Which stresses the social 
inadequacy. of the defective; and the psychological 
concept which is considered in the term arrested or 
incomplete mental development. The biologic view 
is embodied in the mention of genetic factors and 
diseases.~ 
1George A. Jarvis, "Factors in Mental Retardation," 
Children, (November-December, 1954), p. 207. 
• 
• 
• 
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Thus defined, it is apparent that a multidisciplinary ap-
proach is essential in providing comprehensive care to the 
retarded. 
If one uses as the criterion of disability the 
inability to obtain gainful employment, one can say 
that, 1-1ith the possiole E!ltception of mental illness, 
mental subnormality is the wost significant handi-
cap in our present societ."Y. ~ 
Of the 4,200,000 children born annually in the United 
States, 3 per cent will never achieve the intellect of the 
t1:1elve year old, 0. 3 per cent ~dll remain under the seven 
year level, and 0.1 per cent will not be· able to cope with 
their own bodily needs. 2 
When we consider all the family members involved 
as well as the retarded themselves, the enormity 
of the problem is apparent. The impact on the 
community is emphasized by the fact that only 
150,000 iersons, most .of them severely retarded, 
are inst tutionalized.~ 
This leaves the majority of the retarded residing in local 
communities with their own families. 
'-Richard L, Masland, Seymour B. Sarason, and 
Thomas Gladwin, Mental Subnormality, (N~'i' York: Basic 
Books Inc., 1958), p. 3. 
2Ibid • 
.lx.awrence Slobody, et al., 11The Management of 
Mental Retardation," (Reprint' rrom The Pediatric Clifmics 
of North America, August, 1958), p. 668 . 
• 
• 
• 
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The value of keeping the child in his home with 
his parents has been pointed out by Bmflby in his studies 
regarding the effects of maternal deprivation in Which he 
states that 
To insure optimum physical growth and personality 
development. the iitfant needs a continuous intimate 
relationship with a1warm giving mother (or permanent mother substitute). · 
Farrell, among others, has pointed out that early insti-
tionalization of the retarded child has effects as adverse 
as those on normal·children. 2 
Professiotlal workers have come to realize that in 
services directed at helping children, treatment necessarily 
includes the parents. 
Treatment of mentally J;"etarded children has to be 
primarily aimed at reduction of secondary difficulties 
and in improvement of tolerance of the condition and 
in ability to handle it on the part of the person 
carrying responsibility for the child. The problem 
of retardation is always a family problem ana 
diagnosis has therefore to be a family diagnosis 
focused on the total situation. 3 
1John BOl'7lby, Maternal Care and Mental Health, 
(Geneva: t-ntO Monograph, 1951), P• ll,. 
~lcolm .J. Farrell, "The Adverse Effects of Early 
Institutional:ization of Mentally Subnormal Children," · 
AMAJ of Diseases of Children, vol. 91 (March, 1956), 
pp. 278-281. 
3aelen Beck, "Counseling of Parents of Retar.ded 
Children," Children, (November-December, 1959), p. 225 . 
' . 
'1\. 
• 
• 
• 
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It is evident from this statement that services to retarded 
children must of necessity include parent counseling. 
Authorities agree that before parents reach the 
stage of acceptance in coping with their retarded child' s 
handicap, they usually experience fairly typical reactions. 
First, there is a period of shock, when parents begin to 
suspect that their child is atypical. This is usually 
followed by a period in which they refuse to believe their 
own suspicions regarding their child's intelligence or, 
if they see a physician during this time, parents are 
• 
inclined to disbelieve his verdict. A period of shopping 
among medical practitioners is likely to occur • 
Unfortunately~ some parents never pass beyond this stage of 
frustration. However, more and more, parents are arriving 
at a stage of acceptance and intelligent inquiry in which 
they seek professional guidance in caring and planning 
for their child, 
Parents, in their desire to help their retarded 
children to attain the maximum of their limited potential, 
joined tog§!ther.:to fomi.the National Association for Retarded 
Children, incorporated in 1950. This organization has 
been responsible for stimulating public int~rest in 
problems related to retardation, and in promoting social 
action and legislation. Professional interest coupled 
with parental interest has led to the development of the 
• 
• 
. 
• 
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professional team approach in meeting the problems of 
mentally retarded children and their . families. In the 
past, such teams have been effective in assisting the 
physically handicapped child and the emotionally dis-
turbed child. 
Although the number of clinical facilities for 
the mentally retarded is still limited, their number b 
increasing. As mentioned in Chapter I, Congressional 
appropriation of funds for the mentally retarded was made 
to the Children' a Bureau as late as 1956. As a result of 
this appropriation, approximately forty demonstration 
projects have been established throughout the ~ountry • 
Some of these projects are located in State Departments 
of Health, while others are associated with hospital 
facilities. The Cambridge Service for Retarded Children 
is the only pilot project located in a local health de~ 
partment and serving a single community. 
Procedure in these diagnostic centers involves a 
comprehensive evaluation of the child's capacities and 
limitations utilizing a multidisciplinary approach. 
Future planning for the most effective use of special 
facilities such as counseling, education, and rehabilita• 
tion is based on this evaluation. Repeated clinical 
appraisals are considered to be of fundamental importance 
in meeting the child's changing needs and in assisting 
• 
• 
• 
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the parents plan for his present and future care. 
In doing this comprehensive evaluation, Slobody 
stresses the importance of remembering that conditions 
"other than a primary deficiency of intellect may inter-
fere with the child's ability to accumulate experience and 
to learn, and can, therefore, simulate mental retardation.111 
Impairment of hearing. vision, and motor coordination may 
limit the child's intellectual accomplishments if they 
go uncorrected. Often, children exhibiting hyperactivity 
from brain damage are considered retarded when, in 
reality, there is no intellectual deficit. Emotional 
problems often simulate retardation if not carefully 
differentiated. Environmental factors, too, can hinder 
a child's progress. Thus, it is apparent that· in making 
a differential diagnosis and in planning for the care of 
a retarded child, assessment of the child and his family 
by the physician, psychologist, social worker, public 
health nurse and, often, other skilled workers is essential 
If the child is of school age, his teacher will also contrll 
ute valuable information. 
The treatment of the child as a whole requires 
careful attention to his special educational and 
1slobody~.!!!_., op. cit., p,669 . 
• 
• 
• 
22 
vocational needs, to his emotional health, and 1 that of his parents, and to his physical health. 
Society's concept of the slow child has, indeed, 
changed from the era in which he was considered feeble-
minded and thus institutionalized to the era in which he 
is considered an exceptional child and retained in the 
community in his own home. The trend, today, appears to 
be that only the severely retarded are institutionalized, 
It is realized, however, that because of his special prob-
lems, the retarded child has additional needs above and 
beyond those of the normal child, 
In reviewing the literature, on the functions of 
the public health nurse in mental retardation, it was 
apparent that a paucity of information existed. Although 
Hormuth has written on The Public Health Nurse in Community 
Planning for the Mentally Retarded and Flory has written 
articles on Training the Mentally Retarded Child, the 
investigator feels that current trends in the philosophy 
of care have greater implications for the nurse than are 
described to date. It is anticipated with an increased 
awareness of the contribution of the nursing profession to 
the problems of the mentally retarded child that there will 
be additional literature on the subject in the future. 
1
slobody ~ ~· • .21!.· cit., P-· 676 • 
• 
• 
• 
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Freeman has said that 
Nursing has achieved a significant place in the 
modern public health movement. The concept of 
public health nursinf has broadened and deepened 
with scientific, soc al. and educational advances. 
It has drawn from psychology# sociology, medicine, 
education and nursing the basic ingredients from 
ll71lich bas been fashioned a potent, flfX1ble and 
unique contribution to human welfare. 
It is obvious that the public health nurse has a pro-
fessional contribution to make in the area of mental re-
tardation in both primary and secondary prevention as 
well as treatment • 
~uth B, Freeman, Public Health Nursinf Practice, 
(Philadelphia: W. B. Saunders Co. • i9.S4) • p. o . 
II 
CHAPTER III 
SETTING AND METHODOLOGY 
Description of the Community 
Cambridge has been described as a typical New 
England town having been settled in 1630. It is often 
referred to as "University City'' because of the large 
college population~ although it has 500 industries. In 
fact1 Cambridge ranks third in number of industries among 
New England cities. This city has a large number of 
official and nonofficial agencies to assist its citizens 
who have problems with which they need professional help. 
The 1950 census of Cambridge revealed a population 
of 120,7 40. Predominating nationality groups were: 
English, Scotch, Irish, Italian, Portuguese, Polish, and 
French-Canadian. Native born popuiation was 78,000 and 
foreign born was 3.3,000. The total white population was 
115,000 and the non-white population was listed as 5,672. 
The population excluding college students was 112,343. 1 
~ing's 1954 Cambridge Directory, p. 2. 
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Description of the Cambridge Service for Retarded Childrer 
The Cambridge Service for Retarded Children, * 
which is an integral unit of the Cambridge Health Depart-
ment~ was established July 1, 1957, This project and 
approximately forty other projects for retarded children 
throughout the country have been ;1ided through grants-in-
aid and consultative services from the Children 1 s Bureau. 
However much of the success of the Cambridge project is due 
to the efforts of state and local agencies--both official 
and voluntary. 
Although the aims of CSRC are chiefly concerned 
with service, it incorporates study and training objectives. 
The criteria for admission to the Service are that the 
child be a resi.dent of Cambridge and that he or she be. 
~nl to be or suspected of being mentally retarded, 
The professional staff of the CSRC includes a 
study director--who acts as coordinator, a pediatrician--
who acts as clinical director, a social worker, a clinical 
psychologist, a nursery school teacher, and a public health 
nurse. The part time services of a speech therapist and 
public health nutritionist:; ~e available. The CSRC, also, 
*Cambridge Service for Retarded Children Will be 
referred to as CSRC as it is commonly called . 
. 
I 
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utilizes the existing community agencies to provide 
services not available in the clinic setting. 
Following referral to the CSRC by a parent or 
other interested person# a typical evaluation of a child 
consists of an intake history Which is obtained by the 
social worker. Parental permission is obtained at this 
time to obtain information from other agencies Which 
have examined the child in order to secure as accurate 
and complete a history as possible. 
The public health nurse then makes an evaluative 
home visit. Although she maintains a focus on the rew 
tarded child. she is equally interested in assessing the 
health of all other family members. In addition to 
attempting to assess the developmental, health, and 
nutritional history of the retal:ded child, she utilizes, 
the opportunity to observe family relationships and the 
general atmosphere of the home. 
After the social and nursing evaluation have been 
done, the child receives a complete physical examination 
by the pediatrician., If further diagnostic evaluation is 
necessary, referral to a cooperating hospi.tal is made at 
this time. Testing of the child's emotional health and 
intellectual function is then carried out by the 
clinical psychologist • 
• 
• 
• 
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Following ~is evaluation1 appropriate plans for 
care are formulated at a staff conference which is at• 
tended by the entire staff. If personnel from othex 
agencies have contributed to the evaluation, or if it 
is thought that they can contribute to the follow-up 
car~, these professional workers are invited to participate 
in the conference, 
After the staff conference~ both parents are in-
vited to come to the CSRC to discuss with a staff member, 
usually the pediatrician~ the results of the total evalua-
tion and to discuss recommendations fo:t' follow-up ccute. In 
all instances, the CSRC attempts to arrive at realistic 
and. realizable plans that will be acceptable to the 
parents and meet the needs of the retarded child. 
Public Health Nursing Service 
Because this study is primarily concerned with the 
functions of the public health nurse in mental retardation, 
a further inte:rpretation of her function is included. 
One public health nurse is employed full time at 
the CSRC. 
Her duties include developing an inservice trainitm 
program in mental retardation for the public healtn 
nursing staff of the Cambridge Health Department 
and Visiting Nursing Association; working out methods 
/ 
• 
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of involving both nursing staffs in case finding 
and foll~1-up, and providing necessary nursing 
service at ~1eekly clinics. An additional duty is 
that of devising methods for aiding parents in 
the habit training and home management of retarded 
children. She consults with the [Regional Nursing 
Consultant from the Children's Burea~, the Chief 
Supervisor of the Public Health Nursing section~ 
State Department of Public Health, and confers 
regularly with the Director ~f the Nursing Division, 
Cambridge Health Department. 
To avoid duplication of nursing services, the 
Director of the Cambridge Visiting Nursing Association 
has agreed that when a nurse from that organization is 
visiting a family whose retarded child is included in the 
case load of the CSRC, the nurse from the Visiting Nursing 
... Association can provide nursing supervision for the 
retarded child, To insure continuity of care, this nurse 
will continue to provide nursing follow-up for the 
retarded child, regardless of the original purpose of 
the referral. Obviously, since the CSRC functions ad-
ministratively as a unit of the Cambridge Health Department 
the larger number of cases are the nursing responsibility 
of the official agency. 
1A Community Project for Mentally Retarded 
Children: The Cambrid~e Service For Retarded Children, 
Cambridge, Massacbuset s, july I, 1958, p. 7. 
* Visiting Nursing Association will be referred 
to as VNA--as it is commonly called • 
• 
• 
• 
Seleceion of the Sample 
Af~ obtaining pe!;'llliasion from the Di.2:ectar at 
the csac to c1o this st:uciy, a qonforence was held with the 
public benltb DUJ::Se at tlmt t;lSGUCY. .At the request of the 
investigator; the: staff l\li1:'ee ~sted tbe names ·Of ten 
fandl:Les with retaxdec1 cblt•en l!ho, in her jj.udpent,. would 
meet tlle cr!teria of this .study. The criteria of cho:f.ce 
weJ:e that the cbUd be retarded or suspected of being re· 
t:arded and that a public health mu:se was tl'rovi<U.ns follo'\41-
up sewlces to the cbtld arte1 b:l.s famUy 1n their home. 
Tbe ten cQmPOsite recoris~ on Whf.cb each member of 
tbe profeas1ona.1 . etaif reeot:ds~t were r~1ed to tnG\n:e 
that the critcri.aj! which bad been esta'bU.sbec! for: seleeuon 
of the sampl.G0 were met •. 
:!?emission t.ms then secured f2:0n1 the Diractot of 
the Csmbri• VNA foJ: ·the investtsatcn: to review the 
nurses• records on two families Wbo were being fo11ot~ 
by nurses in that agency. 
Tbe :tmresUgator 1U3al bed that there were many 
'11edables !n the· stu<iy. ROTr1S'I1e'l: llQ attempt was made to 
cont1:0l these as the most fJnpo'l:tant criterion far this 
stucly was felt to be the mu:sing s(lX'I1ice which was pro-
vided the £amtU.e1h In order to prevent a certain 81!10unt 
II 
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of bias, an effort was made to select families who had been 
vi.sited by nurses from the staffs of the Health Department,, 
the VNA and the CSRC. 
Tools Used to Collect Data 
Data Categorized from Nurses' Records 
* A work sheet, which included family-centered as 
l-7ell as patient centered care, was devised in order that 
the services recorded by the nurses could be categorized. 
In recording on the work sheet, no attempt was made to 
distinguish which of the three agencies concerned employed 
the nurse. Nursing records were reviewed and nursing 
services categorized on the work sheets before families 
were visited. This sequence was followed as it was felt 
that it would be easier to establish rapport and compre-
hend the statements of the mothers if the investigator 
lqere familiar with the services which the families had 
received. 
Guide With Open-ended questions Used in Interviews 
"!..'* A short questionnaire .. l'1ith open-ended questions 
was prepared to use as a guide in conducting informal. 
* ** See A endix A See Appendix B 
II 
II 
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interviews ll7ith the mothers of the ten retarded children,. 
Since the guide appeared to elicit the information desired 
the first time that it ~11as used, no revisions were necess 
Questions, Which were asked of the mothers~ attempted to 
discover ~~t families expected to receive in the way of 
nursing help regarding their retarded child; what nursing 
service they felt they had received; what was most helpful; 
I 
and what did not help. 
As it 'fi78S felt that much of the nurse's time was 
devoted to such mental health activities as listening and 
offering reassurance, a question was included ll7hich at-
tempted to ascertain whether or not the mothers recognized 
this activity, Since the nurse functions as a team member 
at the CSRC and often acts as a liaison person among worker 
of several community agencies and an integrator among staff 
members, a question was asked to find out whether or not 
mothers felt that any other person or agency had provided 
them ldth assistance in the care of their mentally re-
tar~d child. Because public health nursing is family-
centered as well as patient-focused~ a question was 
asked to see if mothers recognized this family-centered 
approach or if all their attention were directed toward 
the retarded child . 
• =~~==9p===-=~=-=-=·====================================================~===== --
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Procurement of Data 
A telephone call was made to eight of the ten 
families studied to explain the purpose of the study and 
to obtain permission for the investigator to interview 
them in their homes. The seven mothers and one father 
who answered were most agreeable. Since the remaining 
q-10 families had no telephone~ a home visit was made 
for the purpose of explaining the study and to make an 
appointment to return at a later date. One mother im-
mediately invited the investigator into her home for 
the interviet\1. In the other family, a sibling of the 
retarded child, arrnnged for the intervi~1 with her 
mother at a later time, 
The interviews were from one to two hours in 
duration. Following the interviews, the information 
gathered and the observations made were recorded at 
the first convenient location outside the home in otder 
that the recall uould be immediate, This technique was 
preferred rather than risk the distraction of recording 
in the home. 
The data from both sources were then compared 
individually and collectively . 
• 
• 
• 
CHAPTER IV 
JfflESENTATION OF THE DATA AND DISCUSSION OF THE FINDINGS 
Description of the S!ffiPle 
Five of 1:he children included in the study were 
male. and five were female. The ages of the children on 
admission to CSRC ranged from six months to sixteen years. 
Age ranges at the time the study was terminated (May, 1960) 
were from tt~ years-four months to sixteen years-seven 
months, The length of time the children t-1ere known to 
CSRC ranged from six months to thi:J:'ty-one months. Nursing 
visits made to the families of these children ranged in 
number f:J:'om seven to 'forty-nine, All of the children had 
aqo or more siblings. In five of the families more than 
oll9 child is included in the CSRC case load. 
Table 1 illustrates the above statistical in-
~prmation and includes the diagnoses of the children on 
15 
aamission to CSRC. Note is also made regarding correction 
of physical defects, and treatment after initial contact 
through CSRC rec01lllllendation. Case numbers correspond to 
the alphabetical order of the child 1 s name and are the 
same as those listed'in the case studies which are 
33 
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Case 
No. 
1 
2 
3 
4 
• 
TABLE l 
DESCRIPTIVE DATi\ PEB.TAINING TO THE TEN MENTALLY RETARDED CHILDREN 
I ~e - Level Associa. ttad :r·~. ~;c~~r~~~" length of s~ Aclm . .c of Physical · ectad or 1 Time 
to Retardation Handi-caps eated Since Known 
CSRC ' dmission to o CSRC 
Fe 
Fe 
5 2/12. I Dull normal 
yrs. intelligence 
1 8/121Moderate 
yrs. retardation"' 
ij)·oth physical 
and mental. 
IM I 2 6/121 Di"""" ois 
yrs. deferred. 
·FUnctioning 
at a re• 
tarded leveL 
I Fe I 3/121 Mongolism 
yr. 
CSRC 
P0st polio- I Co.rrected by I 15 Gos. 
myelitis. . ('tonsillectany 
30% conductive and adenoideo-1 
hearing 1o ss. I tomy. · · 
Strabismus. Corrective 
eye surgery. 
Severe mal- ~-las. ho8pital•i 8 mos. 
nutrition.· ized for fur .. 
Anemia. thE:r evalua-· 
Septic hip tion. · 
following Receiving iron 
·otitis media medication and 
None 
ASymptomatic 
congenital 
heart disease. 
vitamins. · 
Inf~ction has 
cleared. 
0-........ ' .. ~----------t 7. mos.·. 
Under regularj 20 mos. 
meciical superr· . 
vision. . . 
(Continued on n~t page) 
Number 
of 
Nursing 
Visits 
ll 
30 
15 
15 
• 
..., 
""' 
• • 
TABLE 1 (Continued) 
Age I Level Associat.ed Physical De• on fects Cor .. !Length of Case Sex Adm •. of . Physical rected or Time 
No. to Retar®tion HanClicaps Treated Since Known 
CSRC Admission to to CSRC 
CSRC 
5 Fe 810/12 Mild retard- Left spastic Corrective 24 mos. 
yrs. ation. ~tlegia. orthopedic sur• 
' 
Stra . smus 
.gery to~· 
Physical ·. · empy 
to hand. 
. Glasses obt~ 
6 M 9 6/12 Mongql,:l,!llll. . Strabismus •. Glassas obtained. 24 mos. 
yrs.. Sub-luxation Family deciding .· 
of patella regaxdtnf surmery · 
·Dental catie.s .• on patel a. . 
Dental appoint• · 
ment arranged-· 
not kept. 
7 M 9 9/12 Mongolism .• Strabismus Glasses ~b~ 31 mos. 
vrs. 
8 Fe 2 4/12 Severe re- Demyelinating Institutional• 24 mos. 
vrs. tardation. Disease ized for care. 
9 M· 16 yrs. Dull nolinal. Delayed Had enodocrine 7 mos. 
intell~ax:e adolescense evaluation. 
Receiving vita .. 
mins and IUltri"' 
tion instruc-
··--1-
tiona; 
(Concluded on next page) 
Numbel: 
of 
Nul:Slng 
Visits 
14 
18 
31 
49 
4 
office 
6 
home 
• 
w 
\11 
• • • 
TABLE l (Concluded) 
Age Physical De-
on Level Associated £ects Cor· Length of Number 
Case Sex Adm.· o£ Physical reeted or Time . of 
NOr to Retardation Handicaps Treated Since Known 'Nursing 
CSRG Admission to to CSRC Visits 
CSRC 
10 M 2. 11/12 Moderate ·to Severe Was hospi- . 6 mos. 15 
yrs •. severe re- malnutri- talized for . 
tardation. tion. further eval- ·~ 
lloth physi- Anemia. uation. 
cal and Now receiving 
mental. iron medica-
tion and 
vitamins • 
.. 
• 
• 
• 
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presented later in the chapter. 
Residences of the families were located in the 
eastern section of Cambridge which is very crowded in terms 
of population and housing. Certain sections are social 
"problem" areas, while other sections are charaete:~~;ized by 
strong civic pride~ nationality loyalties and strong 
church affiliations. 1 
Nine of the ten children til'ere Roman Catholic. 
The tenth child was Protestant. Nationality backgrounds 
included: Irish-American, Italian-American, Portuguese-
American. French-American, and Scotch .. English-American. 
There were also combinations of these nationality groups 
in addition to MeXican and Japanese. 
Salaries of the fathers of these children ranged 
from forty-four dollars per week . to one-hundred dollars 
per week. '1'!t1o families were receiving Unemployment 
Compensation, and one mother was a recipient of Aid to 
Dependent Children. The fathers were common or semi-
skilled laborers. 
One child was ffom a broken home and one girl was 
being adopted by a family who had taken her in their home 
lcambridge Planning Board in Collaboration with 
Cambridge Social Asency Executives~ Cambridge, Mass., 1953, 
Social Characteristics of Cambridge Neighborhoods, pp. 8-14 . 
• 
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as a foster child from the Division of Child Guardianship. 
The religious, cultural~ and social backgrounds of 
the families will not enter into the interpretation of the 
data except in isolated cases, It is recognized, however, 
that these factors had a strong bearing upon the attitudes 
and feelings expressed in the intervi~1s. 
Presentation of the Data 
Data from the interviews and nurses' records are 
presented in condensed case st:udy fol:lll. The fol:lllat is·as 
follows: an introductory statement; an outline of the 
nursing services rendered as perceived by the mother and as 
recorded by the nurses; and a statement of comparison and 
summary. Unnecessary wordage has been eliminated so that 
the data could be more easily listed in the columns. 
Most of the headings used in the outline are self-
explanatory. Trt1o pairs of side headings which may require 
further explanation are: (1) Future Problems and Plans; 
and (2) Others Who Helped and Referrals. In the first 
instance, mothers 'l'!rere asked if they ~11ould think to call 
CSRC should any problems arise in the future regarding 
their retarded child. To validate this response, they were 
asked if they had called recently. The nurses' plans for 
• 
• 
• 
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future care were considered an appropriate parallel for 
this question. In the second instance, mothers were asked 
if they had found anyone else especially helpful to them in 
the care of their retarded child, This information was 
l;'ecorded under Others Who Helped. If the mothers responded 
that other staff members at CSRC had been helpful, this was 
recorded as a coordinated activity of CSRC under Referrals • 
• 
• 
• 
CASE NUMBER I 
Introductiom 
Sex~ Female 
Age on Admission: 5 years 2 months 
Time Known to CSRC: 15 months 
Number of Siblings: 6 
Family Income: ~100 per week 
Presenting Problems: Slow physical growth; slow in school 
work; hOarse voice. 
Diagnosis: Dull normal mentality • post-
poliomyelitis; 30% conductive 
hearing loss; strabismus. 
Current Status: Attends regular classroom; hearing 
loss corrected following tonsilleetom3 
and adenoidectomy. Strabismus cor-
rected by surgery; receiving speech 
therapy at CSRC • 
Interview with Mother Summary from Nurses' Records 
Regarding the Care of the Retarded Child 
~ected: 
eceived more than expected. 
Knew only of bedside service. 
Received: 
EXplanation of everything 
that would happen to her 
daughter. 
Help with arrangement for 
surgery. 
Nurse talked to child di~ 
rectly before surgeryo• 
this gave child "faith" 
in nurses and under• 
standing of what lrould 
happen. 
Total Number of Visits Made: l 
Services Rendered: 
Details of procedures ex-
plained when appointments ' 
were given. 
Appointments and referrals 
were discussed on eight 
visits. Many telephone 
calls made to complete 
these arrangements. 
One visit devoted to prepara-
tion for surgery. Mention 
not made that counseling 
was done directly with the 
child. 
• 
• 
Interview With Mother 
Most Hel¥ful: 
Mother g~ven 11hope, 11 
Child profited most by direct 
contact with nurse. 
Future Problems: 
Has called the agency when 
problems occurred and will 
call again. 
Has referred two or three 
other families. 
Others Who Helped: 
School nurse. 
Speech therapist. 
Hospital nurse. 
41 
Summary from Nurses 1 Records 
Evidence that reassurance 
was given. 
Direct contact with child 
not stressed. 
Plans: 
Informal contacts in the 
office when the child 
receives speech therapy. 
Referrals; 
Cooratnafed services of CSRC. 
Coordinated services of CSRC. 
Referral made to hospital 
through CSRC for correction 
of strabismus, and 
tonsillectomy and adenoidec 
tomy. 
Regarding Nursing Service to Family 
General Comments: General Services Rendered: 
Helped With emotional irob• 
lems of a foster chi d 
living in the home. 
This child -o1as also evaluated 
by CSRC. 
Change in Feeli~s: 
Given 11 tiope11 tha progress 
could be made. 
Mental Health Aspects of 
visits: 
Evidence of listening and 
giving reassurance on 
seven visits, 
' Other Health Problems: Plans for Other Health Prob~ 
None at present time. !ems: 
Noi:ie'required. 
Comparison of Results and Summarizing Statements: 
Although visits have been extended over fifteen 
months. this mother recalled many of the visits in detail, 
Analysis of the. records would in no way reveal the ''hope" 
II -
I 
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this mother has realized .. The records did not give evidenc~ 
of the direct counseling with the child before hospitaliza-
tion tmich the mother considered to be the most important 
contribution. 
II 
• 
• 
• 
Introduction: 
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CASE NUMBER II 
Sex: Female 
Age on Admission: 1 year 8 months 
Time Known to CSRC: 8 months 
Number of Siblings: 3 
Family Income: ~44 per week 
Presenting Problems: Slow development; poor eating 
habits; severe generalized rash, 
Diagnosis: Moderately physical and mental 
retardation; mal-nourished.; anemic~ 
septic hip developed following atitis 
media soon after initial evaluation. 
current Status: Weight gain; t'i'alking' less irritable, 
Interview ~dth Mother summary from Nurses• Records 
Regarding the Care of Retarded Child 
E~ected: 
Be:p With arrangements for 
meCiical care 
Received: 
Help with appointments and 
transportation. 
Vitamins. 
Visits twice a week to help 
care fQl:·;;Ch'flra while she 
was "sick in bed." 
Total Number of Visits Made: 3l 
Services Rendered: 
clinical appointments were 
discussed on three visits. 
Several telephone contacts 
made to other agencies. 
Transportation arranged. 
Sample vitamins were provided 
because of malnutrition and 
limited income, 
On instruction from physician 
mother was instructed in 1 
care of child while in tracrr 
tion at home. Demonstratl.c:ns 
of exercises were give~: . /1 
Intensive nutrition tea.~~~~~ 
s~x vi~i~s following cc 
t"fnn •-~+h nntritionY.s.t. 
• 
• 
• 
Inteniew with Moth!'!r 
Most Helpful; 
Directions for taking child 
to CSRC and l<mat to do for 
her. 
Vitamins--"when you have 
nothing to do With, it 1 s 
hard." 
Future Problems; 
Has called in the past and 
will call CSRC in the 
future, 
Others Who Helped; 
Hospital in Boston. 
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Summary from Nurses' Records 
Plans: 
Receiving follow-up visits 
at regular intervals. 
Referrals: 
Referrals made to service 
clubs by the nurse were not 
mentioned by the mother • 
Regarding Nursing Service to Family 
General Connnents: 
Didn't feel any help was 
given. 
Change in Feelin~s: 
Helped "tO tan~. 
Helped "to know that 
someone would help." 
General Services Rendered: 
NUtrition.stressed on tbiee 
visits. 
Appointment made to have 
check-up on mother's 
cardiac condition--not lcept. 
Children were referred to 
Well-Child Conference for 
physical examinations and 
immunizations--begun but 
not completed. 
Mother received two ante• 
partum and two post~vis:ili 
at birth of child; two 
neonatal visits were made. 
Mental Health Asoects of Visit 
Recoras ~1nel1cate as much 
specific information was 
given as listening or 
reassurance • 
• 
• 
!Interview with Mother 
Other Health Problems: 
Mother has none not~. 
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Summary from Nurses' Records 
Plans for Other Health Problaru: 
rnvesti.gator Iat:er .Learneu 
that mother is pregnant, 
Routine nursing visits will 
be made. 
Comparison of Results and Summarizing Statements: 
Although health guidance '1'7as included in many 
home visits, this was not mentioned as helpful. This 
mother does not seem to recognize the value of prophylactic 
care as she mentioned only the very tangible services as 
being helpful. Financial burdens, family responsibilities, 
and her own cardiac condition appear to have overwhelmed 
this young woman, 
• 
• 
• 
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CASE NUMBER III 
Introduction: 
sex: Male 
Age on Admission; 2 years 6 months 
Time Known to CSRC: 7 months 
Number of SibUngs: 2 
Family Income: .~?72 per ~11eek 
Presenting Problems: Little speech; not toilet trained; 
temper tantrums, 
Diagnosis; Deferred; child functioning at a 
retarded level, 
CUrrent Status: Toilet training accomplished; 
slight increase in vocabulary • 
Interview with Mother Summary from Nurses' Records 
Regarding the Care of the Retarded Child 
mected: 
~p ldth toilet training 
and getting child to 
talk earlier than his sis-
ter did. (This sibUng 
is in CSRC Nursery School.) 
Received: 
Directions for toilet 
· training. 
Help with getting child 
to talk instead of 
point. 
Total Number of Visits Made: 1 
Services Rendered: 
Tolle€ training ~gas discussed 
on six visits. 
Speech development l'1aS dis-
cussed on five visits. 
Most Helpful: * 
Specific directions for fol- "Routine. Repetition, and 
lowing a schedule in Rela."tation" was stressed. 
toilet training. 
wChamberlain and Moss. The Three R' s for the R .• 
• 
• 
Interview with Mother 
I "'""' • 
.. _ ..... """ child-
ren had mumps recently, 
Would feel free to call 
any time. 
Others Wih..o.i Helped: 
Social worker at CSRC. 
Nursery School teacher 
at CSRC with older 
child. 
47 
Summary from Nurses' Records 
Plans: 
Rome visit made in response 
to call and instruction 
given. 
Receives home visits at 
regular intervals, 
Referrals: 
Part of coordinated services 
at CSRC. 
Older child attends school 
regularly and has developed 
some speech. 
Regarding Nursing Service to Family 
"'· -• ~ General Services Rendered: 
W~~U QUW~osion of sibling evaluated and is not 
n'i.rl ..... sister to CSRC retarded. 
when she was having dif-
ficulty in school. 
Nurse has suggested ways 
of encouraging daughter 
in school performance. 
Change in Feelings: 
Felt nurse was really 
interested in helping 
with this child. (son) 
-
Other Health Problems: 
None at present. 
Praise, teacher conferences, 
et cetera urged. 
Mental Health Aspects of Visit 
Since the mother was seeing the 
social worker regularly for 
her own problems, nurse did 
focus her attention on this 
child. (son) ~ 
Plans for Other Health Problaus: 
None required. 
Comparison of Results and S•umnarizing Statements: 
This family received regular coordinated services 
from CSRC. The mother was aware and appreciative of the 
help. This mother is an emotionally and educationally 
I deprived person, who does not want her children to suffer 
these ~eprivations. She found very specific details of 
home management for her son the most valuable service. 
II 
• 
• 
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CASE NUMBER IV 
Introduction: 
Sex: Female 
Age on Admission: 3 months 
Time Known to CSRC: 20 months 
Number of Siblings: · 5 
Family Income: ~75 per week 
Presenting Problems: Mongolism. 
Diagnosis: Mongolism; asymptomatic congenital 
heart disease. 
Current Status: Learning to walk. 
Interview with Mother Summary from Nurses 1 Records 
Regarding the care of Retarded Child 
Expected: Total Number of Visits Made: 15 
Hoped nurse would help her 
care for her child at 
home. Mother had a 
definite need to tell the 
investigator that the 
physician who delivered the 
child said that she would 
have to be "put away." 
Mother said she couldn't 
do this. 
Received: 
Developed "confidence" 
that she could care for 
this child the same as 
for any other. 
Help with care during ill-
ness as pneumonia. 
Help with discipline. 
Help with teaching child 
to sit and walk. 
Services Rendered: 
These activities are all 
recorded--except for 
giving 11 confidence . " 
• 
• 
so 
frequently ts at regulu 
and will continue to do EO. • • 
Knows that nurse "tttll help Records reveal that nurse 
her with toilet traini~ observes for child's readi-
and entering this child ness to learn which infers 
in nursery school when she that visits are fairly fre-
is ready, ·' quent•-about every six weelts 
or as need arises during 
acute pptsodes of illness. 
Others tfllo Helped: 
ltli the stiiff at CSRC. 
Hospital in Boston. 
Sp~ech Development Clinic. 
Boston Association for 
Mentally Retarded 
Children • 
for 
with 
prob• 
C~e in FeelinJMJJ H~fiope. 11 -
Tutor obtained tbrougb csac. 
Follow-lap care for fathet: 
encouraged as he bas a 
history of mental illness. 
listened and gave reassur-
ance. 
Compadson of Results and Summarising Statements: 
This mother recalled the content of several nursing 
visits and exp-lained the demonstrations in detail. En-
couragement of the father to return for follat'l-up care at 
• 
• 
• 
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a mental health clinic was made on several visits but thi~ 
was not mentioned by the mother, However, this has been 
accomplished, Obviously, the record cannot express the 
feelings of "hope" and "confidence" which the mother 
described, 
. 
• 
• 
• 
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CASE NUMBER V 
Introduction: 
Sex~ Female 
Age on Admission: 8 
Time Known to CSRC: 
years 10 months 
24 months 
Number of Siblings; 
Family Income: ADC 
1 
Presenting Problems: School learning problem; physical 
problems due to left spastic hemi-
plegia. 
Di.agnosis: Mild retardationt cerebral palsy; 
strabismus. 
Current Status: Has had corrective surgery to leg; 
is receiving physical therapy to 
hand; is in special class at school; 
has obtained eyeglasses • 
Interview with Mother Summary from Nurses' Records 
Regarding the Care of Retarded Child 
E~ected: He p WIth care of 
"crippled" hand, 
Help with "adjustment'• 
at school--other 
children "picked on" 
her, 
Received: 
Help lilth arrangements 
for hospitalization 
and surgery. 
Help ldth getting child 
into summer camp. 
Nurse talked to child di-
rectly. This made her 
feel better after others 
"Picked on her." 
Total Number of Visits: 14 
Services Rendered: 
Many telephone calls were 
made in order to make these 
arrangements. 
I ' 
' 
Interview with Mother 
Most Helpful: 
Help given child herself 
so she knet.t what to expect 
before surgery, 
Future Problems: 
Rae called and Will con-
tinue to call CSRC when 
she has special prob-
lems. 
Others Who Helped 
School Nurse. 
Physical therapist. 
Staff at swmner camp~ 
Cerebral Palsy Association. 
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Swmnary from Nurses 1 Records ! 
Conversations wi.th child are 
not recorded. However, 
pediatrician and nurse from 
CSRC accompanied mother and 
child to hospital on initial 
evaluation for admission for 
orthopedic surgery, 
Plans: 
Arra~ements have been made 
Which allow the child to 
receive follow-up clinical 
services of CSRC although 
the family have moved. 
Being foll~7ed by VNA in 
new place of residence. 
Referrals: 
Coordinated service of CSRC. 
Referrals made by CSRC. 
Also, referred for orthopedic 
surgery and ophthalmologic 
examination by CSRC .. 
Regarding Nursing Service to Family 
General Comments: 
Help Witti a son who has 
epilepsy. 
C~e in Feelings: ~that her daughter 
would now get help 
with her learning prob-
lems and other problems 
caused by cerebral 
palsy. 
General Services Rendered: 
Health guidance was offered 
in relation to "well" 
children also. 
Mental Health Aspects of Vi~s 
EVidence that mant Visits were 
concerned with istening as 
well as givit:.g reassurance. 
II 
• 
• 
• 
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. 
Interview with Mother Summary from Nurses' Records 
Other Health Problems: Plans for Other Health Problem.: 
None at present. None required at present, 
. 
Comearison of Results and Summarizing Statements: 
This mother repeated that the most helpful service 
given by the nurse was direct counseling of the child re-
garding her handicap and in preparation for surgery, The 
records did not reveal that the child herself was encour-
aged and reassured, The mother did not mention that health 
guidance was provided for t;he "well" children • 
• 
• 
• 
Introduction: 
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CASE NUMBER VI 
Sex: Male 
Aae on Admission; 9 years 6 months 
Time Known to CSRCt 24 months 
Number of Siblings: 2 
Family Income: ~62 per l'7eek 
Presenting Problems: Child not in school. 
Diagnosis: Mongolism; sub-luxation of patella; 
strabismus. 
Current Status: In sub-special class at school; 
obtained eyeglasses. 
Interview 'ri.th Mother Summary from Nurses' Records 
Regarding the Care of Retarded Child 
Elraected: 
"ave struggled so long by 
myself that I didn't ex-
pect much," 
Received: 
Help With obtaining special 
schooling for child, 
Help with obtaining glasses. 
Total Number of Visits; 18 
Services Rendered: 
Social worker and nurse worked 
together to arrange this 
through school system. 
Nurse reinterpreted referral I 
for ophthalmologic examina-
tion, assisted mother with 
instillation of eye drops 
in preparation for eye ex-~ 
amination, and made suggest1lot!9 
for getting child to wear 
glasses, 
Dental. care has been strongly 
urged and arrangements made 
for this care--not accom-
plished • 
• 
• 
• 
Interview with Mother 
Most Helsful: · 
Help ~at preparing child 
for and entering him in 
school. . 
Future Problems: 
Has called CSRC and will 
call as problems arise. 
Does not feel that the 
family will proceed 
with surgery on child1 s 
knee which has been 
recommended as a result 
of CSRC referral, 
Others Who Helped: 
A nun. 
Family physician. 
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SUIIIIII8.ry from Nurses i Records 
Plans: 
Plan visits at fairly long 
intervals for present. 
• 
Nurse has reinterpreted 
!.'easons why surgery was 
recommended and arranged 
for family to talk with 
pediatrician at CSRC re-
garding the orthopedist's • 
recommendation. 
Referrals: 
Arrangements were made by 
CSRC pediatrician for 
child to be examined by 
an orthopedic surgeon 
but this was not mentioned. 
Referred for ophthalmologic 
examination. 
Referred also to Recreational 
Program for Retarded 
Children. 
Regarding Nursing Service to Family 
" . ..,. ~~~1 help 
for c:L;"'auf~~t:er. 
ChanK!e in Feel~s: 11 1 mv not•7 tha there 
wa.s a· person ~1hom I 
could always call for 
help." 
General Services Rendered: 
Tactfully suggested 
psychiatric care for 
daughter's "nervousness •11 
This has been obtained. 
Mental Health AsDects of Visit : 
Ap~ears to have. spent much 
time being a listener. 
• 
• 
• 
Interview with Mother 
Other Health Problems: 
None now. 
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Summary from Nurses' Records 
Plans for Other Health Problem_. 
Not: 1n0l.~at:eo •. uaugnter under 
medical supervision. 
Comparison of Results and Summarizing Statement:s: 
Mother recalled how she had struggled for years 
with the trial and error method of caring for her child 
before help was finally obtained. This mother stressed 
need for nursing help while child is small. The nurses' 
record indicated that this mother had talked about her 
problems at length but "talking" was not mentioned as 
helpful by the mother. The nurse has encouraged dental 
care and corrective orthopedic surgery for the child, 
but the family appear to respond only to crisis 
situations--not prevention • 
• 
• 
• 
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CASE NUMBER VII 
Introduction: 
Sex: Male 
Age on Admission: 3 years 9 months 
Time Known to CSRC: 31 months 
Number of Siblings: 3 
Family Income: ~6Z per week 
Presenting Problems: Not toilet trained; temper tantrums. 
Diagnosis: Mongolism; strabismus. 
Cur:a;ent Status: Toilet training accomplished; 
attending CSRC Nursery School; 
obtained eyeglasses. 
Interviel'7 with Mother Summary from Nurses' Record 
Regarding the Care of Retarded Child 
~ected: a: been referred to CSRC 
by nurse at Well-Child 
Conference so expected 
help with toilet train-
ing and help with ad-
mission to CSRC Nursery 
School. 
Received: 
Many suggestions were made 
in regard to toilet 
training, 
Arr~ements were mad.e for 
a ssion·to nursery 
school. 
Most Helpful: 
Specific suggestions in 
regard to toilet 
training • 
Total Number of Visits: 31 
Services Rendered: 
Suggesdons regarding toilet 1 
training were made on eight 
visits. I 
Help with arrangements for 
admission to nursery school 
~o1ere made and help with 
preparing child for this 
experience was given. 
Very specific recommendations 
were made. 
• 
• 
• 
Interview ~dth Mother 
Future Problems: 
Has always called CSRC 
when a problem a:-egard-
ing her children has 
arisen. 
Others Who Helped; 
Nursery SchOo~teacher. 
Nurse at Well-Child 
Conference for making 
referx-al to CSRC. 
59 
Summary from Nurses' Record 
Plans: 
Received regular visits. 
Referrals: 
Coordinated services. 
Opthalmologic examination 
arranged by CSRC pediatri-
cian. 
Regarding Nursing Service to Family 
General Comments; 
Received iriformation 
before and after bi~th 
of twins. · 
Visited frequently during 
staphylococcus in-
fection in the family. 
Chanae in Feelinfis: 
Fe1C11 better. 11 egan to 
realize that her re-
tarded child had to be 
disciplined and treated 
as a normal child in 
many respects. 
Other Health Problems: 
None at present • 
General Services Rendered: 
Ante-partum guiaaricet 
especially in relation 
to existing toxemia, was 
given on ten visits, 
Bath demonstration of twins 
given at request of mother. 
Five visits made in relation 
to care and prevention of 
spread. 
tionships 
many visits. 
of 
on 
Nurse often listened to mnth.~~~~ 
discuss "in-law pr•ob:Lmns" 
in relation to rearing her 
retarded child. 
• 
• 
• 
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Comparison of Results and Summarizing Statements: 
This mother appears to have been aware of both 
the patient-centered and family-centered care. However, 
as might be expected due to the element of recall, the 
nursing record includes a few areas of nursing service 
not mentioned by the mother. These include arrangements 
for ophthalmologic esamination for the retarded child and 
the concerted effort made by the nurse and social worker 
to help the family obtain improved housing. 
This was the only mother who felt free to mention 
the service she considered least helpful; the suggestions 
made to get the child to wear his glasses. 
The mother did not mention feeling better after 
just "talking" although it was evident from the record 
that the nurse had listened to this mother discuss "in-law 
problems" in relation to interference in the methods the 
family was using in rearing the retarded child • 
• 
• 
• 
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CASE NUMBER VIII 
Introduction: 
Sex; Female 
Age on Admission: 2 years 4 months 
Time Known to CSRC: 24 months 
Number of Siblings: 4 · 
Family Income: ~52.50 per week 
Presenting Problems~ Obesity; not sitting. 
Diagnosis: Demyelinating disease, 
Current Status~ Institutionalized. 
Intarvim-1 ~1ith Mother Summary from Nurses' Record 
Regarding the Care of Retarded Child 
~ected: 
urse came because of 
ante-partum referral. 
Mother did not expect 
any help for this 
child. 
Received: 
Referral to CSRC for 
esamination of child. 
Help with child while 
still at home. 
Explanation about the 
child's condition. 
Help ~1ith getting child 
into State School. 
Total Number of Visits: 49 
Services Rendered: 
eh!Id discussed on ten visits 
prior to being seen at CSRC. 
Diet, physical handling of 
child, care of rash dis-
cussed. Reinforcement of I 
CSRC 1 s findings provided. : 
CSRC staff arranged for ad-
mission to State School and 
nurse explained procedure. 
Most Helpful: 
Sending child to CSRC clinic. In the ten visits before child 
"The hospital where she was seen at CSRC, it was 
had been seen was no apparent the mother did not 
help." understand the gravity of 
the situation . 
• 
• 
• 
Interview with Mother 
Future Problems: 
would call about the 
other children. 
No need to call about 
the retarded child. 
" "as she is well-cared 
for nm~." 
Others Who Helped: 
Ali the staff at CSRC, 
State School staff, 
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Summary from Nurses' Record 
Plans1 
Siblings seen at regular 
intervals at CSRC. 
Referrals: 
Coordinated services, 
Referred by CSRC pediatrician 
to hospital as inwpatient 
for diagnostic work-up. 
Referral made by CSRC to 
State School. 
Regarding Nursing Service to Family 
General Comments: 
Received care before and 
after the new babies 
were born. Mother 
described in detail the 
visits, including such 
items as blood pressure, 
diet, and cord care. 
Change in Feelings: 
"It was good to tiilk to 
someone tmo kt).ew about 
her condition and where 
to find hel.p . 11 
Other Health Problems: 
None at present, 
General Services Rendered: 
Ten ante-partum and five post ... 
partum Visits were made in 
relation to one p:t:"egnancy. 
Four ante-partum visits and 
tt-10 post-partum visits were 
made in relation to second 
pregnancy. 
Mental Health Asbacts of Visit : 
It "t>7as obvious t t the nurse 
listened, reassured, and 
interp~eted care. 
Plans for Other Health Problem : 
1.wo ot:ner c en are oe1.ng 
seen at CSRC for observation 
• 
• 
• 
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Comparison of Results and Summarizing Statements: 
This mother was certainly aware of the family-
centered and patient•centered care she had received. In 
fact, she mentioned nearly all the services which were 
included in the ohart. It was readily apparent that the 
decision to institutionalize her child was a very dif-
ficult one for this mother to make. The fact that an 
honest explanation of the child's prognosis was given 
by the CSRC pediatrician seemed to be appreciated by 
this mother. The family visits the child at regular 
intervals and the mother repeated several times that the 
child t'1'as ngetting good care." 
• 
• 
• 
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CASE NUMBER IX 
Introduction: 
Sex: Male 
A2e on Admission: 16 years 
Time Known to CSRC: 7 months 
Number-of Siblings: 9 
Family Income: Unemployment Compensation 
Presenting Problems: Cannot read; very small in stature; 
at home with no employment, 
Diagnosis: Dull normal intellect; delayed 
adolescence, 
Current Status: Slight tqeight gain; employed. 
Interview with Mother summary from Nurses' Records 
Regarding the Care of Retarded Child 
~"':" 1 .11 that she had 
looked for helV for 
years so udidn t expect 
much." 
Received: 
Help With referring son 
to Vocational Renabilita~ 
tion. · 
Boy himself received help 
from nutrition instruc• 
tion. 
Most· Heltful: 
Nurse t ked to son di· 
rectly in her office. 
"This made him feel 
important as a person." 
Total Number of Visits; 
4 HOme Visits; 6 Office visits 
Services Rendered: 
Referral maae to vocational 
Rehabilitation. 
Youth comes to nurse's office 
for instructions regarding • 
adequate nutrition. Vitamin~ 
are provided. 
Nurse all~ted youth to talte 
responsibility to call her 
for appointments. 
• 
• 
• 
Interview with Mother 
Future Problems; 
Indicated that she kept 
in touch with CSRC 
regularly. 
Others toJho Helped: 
settlement HOuse t1orker 
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Summary from Nurses• Records 
Ri~~~r~~~t 1 House '-1orker 
participated in staff 
conference.) . 
Referred to Division of 
Vocational Rehabilitation. 
Referred to Adolescent 
Endocrine Clinic at nearby 
hospital and to Speech and 
Language Clinic by CSRC • 
Regarding Nursing Service to Family 
General Comments: 
NUrse referred a younger 
son to CSRC for evaluw 
ation. 
"She ~-1s all the child-
ren ... 
Chanfte in Feelings: 
sbeas felt so much better 
that she has referred two 
o~ three other parents 
with similar problems to 
CSRC. 
Mother is concerned that 
others, who might need 
this kind of help, do 
not know that the service 
is available. 
back surgery. 
General Services Rendered: 
one Child with epilepsy was 
discussed at length. 
Another son was evaluated 
at CSRC but is not mentally 
retarded. 
Mental Health Aspects of Visit .: 
Evidence that nurse bas 
listened to mother discuss 
her problems is obvious. 
Plans for Other Health Problem : 
Family seems to &ave contacted 
appropriate agencies. Nurse 
· will help as indicated • 
• 
• 
• 
Comparison of Results and Summarizing Statements: 
This mother referred to CSRC as a "haven" which 
she had found after years o:f searching. Services 
recorded by the nurse were recalled in detail. The 
mother expressed concern regarding the fact that CSRC 
might not be getting enough publicity. She emphasized 
the importance of direct contact 11ith the child on the 
part of the nurse . 
• 
• 
• 
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CASE NmmER X 
Introduction: 
sex: Male 
Age on Admission= 2 years 11 months 
Time known to CSRC: 6 months 
Number of Siblings: 5 
Family Income: Unemployment Compensation 
Presenting Problems: Slow~-not walking, talking, not: 
eating well, · 
Diagnosis: Moderate to severe mental and 
physical retardation, severe 
malnutrition on admission. 
Current Status: was hospitalized for further 
evaluation; is receiving iron for 
anemia; appetite improved; wall<ing; 
and partially toilet trained • 
Interview,~th Mother Summary from Nurses' Records 
Regarding the Care for Retarded Child 
~ectad: ~dri 1 t expect to receive 
so much help in her 
home. Thought nurse 
worked just in the 
clinic. 
Received: 
Help With transporta-
tion to CSRC clinic. 
Help t~th getting child 
hospitalized to find 
out t.fflat was wrong. 
Help with feeding the 
childw•booklet. special 
spoon, and what the 
nurse said "all helped." 
Total Number of Visits t4'ade: 1 
Services Rendered: 
Ari'anged for transportation 
through CSRC funds. 
Nurse helped make arrangements 
for admission. · 
Nutrition instruction included 
on ten visits. "Yummy ·spoon' 
and appropriate literature 
provioed. Nurse consulted 
t~th nutritionist for aug-
•• 
. . 
• 
• 
• 
Interview with Mother 
Change in Feel~s: 
Felt better lm ng 
"someone was inter-
ested and could do 
s0111etbing." 
Other Health Problems: 
An oider son is fuiV!ng 
visual trouble in 
school. 
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Summary fr0111 Nurses 1 Records 
listened to mother discuss 
her problems with this 
child and with finances. 
Nurse has secured help. 
offered reassurance, and 
praise, 
Comparison of Results and Summarizing Statements: 
The mother reviewed the help given the retarded 
child in detaiL She "appreciated" the health guidance 
but has not followed through on the suggestions. This 
family appear to seek medical help in times of crisis 
only. 
• 
• 
• 
10 
Patiant•Cente~ed Cere 
It has often beea £laid that the public health 
mu::se ts 11a guestn ill the home of her patients, '!'he 
investiga~or felt U.ke an nhonol'ed guest" in sevel'a1 o£ 
the homes wb1ch she visited, In five ustances in ttich 
an appointment t:f.tne had been m:ra:nged by telephone~ 
eoffee and dess~ ~e served on Ul'ival. AU of the 
mot:h<ll1's, ·in theh own way,. indicated that they wet:e 
happy to shere any tnforme.e:ion which would be helpful to 
nuxsas end 1:0 other mot:bers with problems similar t:o 
theirs. 1t: was appa1:ent that many of the anstOGre given 
in l'eply to t:he questions asked rezarding nursin$ cm:o 
reflected the coo~ated efforts of the CSRC staff and 
wet:e not the unique contl::!bution of the nurse. H01qeve~, 
since tbe nuree functions as en in~al member of the 
team~ it t.'8S considered impossible to separate certain 
functiQDS and sbared respf>UeibiU.ties. '!'he home visit:o 
made by the nurso seemed to be one of the se:a:vtces which 
engende7:ed W1:y positive feelings on the part of the 
mothers as ~ssed by such comments as, "she kno£.1s 
all the ldds," oz,-11 "she oeems like one of us. u 
• 
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Five mothers stated that they received much more 
help from the nurse than they had expected, The mother 
of one of the more severely retarded older children and 
the mother of the oldest child in the study related h~~ 
they had looked from one source to another for years 
without avail. The six mothers who made positive state-
ments in relation to the question regarding expectations 
of nursing service, l-7ere families in which the case-
finding had been done by a nurse. Thus, these families 
had been given an interpretation of the functions of 
the public health nurse and of the functions of CSRC. 
In these six instances, the services which the families 
had expected to receive related directly to the presenting 
problems of the child. For example, if one of the 
presenting problems was that the child was not toilet 
trained, then, help with toilet training "1as the nursipg 
service which the mother expected to receive. 
Replies to the questions regarding the nursing 
service l.mich had been received by families for their 
retarded children can be placed in the following five 
categories: 
1, Case finding--in which families said they 
had been referred to CSRC by the nurse. 
2. Help with problems of habit training and 
• home management--reported by mothers of 
==~~~~================~~~:ho~-age children•====================~F======= 
• 
• 
• 
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3. ~on ect!v&ttes .... in ~btcb mention was 
maclo that the mu:'Se assf.stecl wf.th J:ef<m:a1 
to othe!:' agencies, such as hospitals, 
school aru1 camp. 
4. S!.m.ettve caJ:e• .. as evl.denced by such 
~Ues as tho nw:se gave me "ttopen 01:' 
tho uua:ee gave me ttconiiidence .. •• 
5. Counsolg of the cbildl:en themselves-
Wbtcb t11a& const&iu:ed veey tmpo~t by 
tlu:ee motbete of echool•age cb11dt'en. ln 
two instances, counse1£ns was f.n relatlon 
c:c:> hospitalbscion and ii'UJ!'S97• 
The mu:fd.ns services which ~ consldet'Sci most 
helpful by tho motbet's ~euecl to bo tn 2:elat!on to the 
p2:esentin.g pt:ob1ems. age of the c'h11d1 aru~· fioanctal 
status of the family. Responses to thie question weJ:e 
as follows: 
1. '.f:luree motheJ:S of p::e•school age ch!ldren 
cons:L•ed assistance wf.tb home management 
pJ:obl.ems most helpful, 
2.. 'L'bllrco mothel's o£ ocbool..age cbildl-en con• 
sldeJ:l'ecl the dt~:ect counseli.t:tg Qf the cbU.d 
as most helpful, 
• 
• 
• 
3. 
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Four mothers considered referrals as most 
helpful. One referral was to CSRC; two 
were to hospitals by the CSRC pediatrician 
for further evaluation following admission 
to CSRC; and one was to the school system. 
Only one response was made to the question, 1twhat 
did not help?" The mother of one of the children, t;rho 
exhibited the stigmata associated ~~th mongolism, felt 
suggestions made in regard to teaching her son to wear 
glasses tl1ere least helpful of ~1 the recommendations. 
All the mothers stated that they had called 
CSRC in the past when a problem arose regarding the care 
of their retarded child, and all indicated that they 
would not hesitate to call in the future should a problem 
develop. 
Other staff members of CSRC were considered 
especially helpful in the care of the retarded children 
by the ten mothers. In addition, six mothers of children~ 
who had been referred for further evaluation and treatment, 
found the medical and nursing personnel at those institu-
tions of much assistance. Other sources of help which 
were mentioned were: a nun, a family physician, a settle-: 
ment house worker, the Cerebral Palsy Association, and 
the Boston Association for Retarded Children • 
• 
• 
• 
Regarding.Family•Centered Service 
Nine of the ten mothers stated that the nurses had 
helped with the health problems of other family members. 
The mothers tended to recall nu~sing service rendered at 
the time of acute illness or in the cases of chronic ill~ 
ness more than health guidance. Two mothers. however, 
described in detail ante-partum and post-partum guidance 
visits. The one mother who failed to recall that an 
appointment had been arranged for her at a cardiac clinic 
had not kept this appointment. This young mother appears 
harassed by family and financial responsibilities, 
All of the mothers indicated that they felt 
"better'' after talking to the nurses. In fact, several 
of the mothers mentioned this before the question to7as 
asked. In describing their feelings, the mothers used 
such emotionally-descriptive words as "hope" and 
"confidence.'' They appeared to gain comfort and security 
from knowing that the nurse and the CSRC wem always ready 
to help them with the problems of their retarded child. 
Observations made during the interviews and 
information gained apart from that which was solicited 
will be presented briefly. The mother of the child, who 
has been ~nstitutionalized, repeated several times that 
her daughter was receiving "good care" as if seeking 
• 
• 
• 
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reassurance that she had made the right decision. One 
mother was concerned that CSRC was not getting enough 
publicity. Two mothers mentioned that they had each 
referred two families to CSRC. The mother of the eleven 
year old child, who exhibited the stigmata associated 
with mongolism, stressed the need for assistance when the 
child is an infant. One mother deeply .resented the 
physician, who folloWing delivery, said that her infant 
would have to be "put away." Another mother resented the 
fact that she had not been told of her child's poor 
prognosis for normal development during a period of 
hospitalization prior to admission to CSRC . 
Discussion of the Data from the Nurses' Records 
In analyzing the nurses' records, it became ap-
parent that the services rendered by public health nurses 
in the area of mental retardation encompass the same 
types of services as rendered by public health nurses in 
any generalized program. 
As emphasized throughout the study, the nurse 
functions as a team member at CSRC and thus has an oppor-
tunity to share in planning the follow-up services for all 
children who are evaluated by the agency. This statement 
implies that any nurse involved in follow-up care attends 
the case conference on her patient. Because the services 
• 
• 
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of CSRC are so closely coordinated, it was difficult at 
times to isolate the functions carried out solely by the 
nurse from functions in ~ihich responsibilities were shared. 
Nursing services which centered around the re-
tarded children seemed to encompass four broad areas and 
included the following: (1) case finding; (2) liaison and 
coordinating activities; (3) integrating mental health 
aspects of care in the visits; and (4) helping t¢.Lth prob-
lems of home management. 
Unfortunately, the investigator failed to include 
a category for source of referral on the work sheet which 
she used so this information is not available to her on 
all the children included in this study. However • under 
the column, Other., she has noted that six of the children 
were referred to CSRC by the nurse, Two of these children 
were found t-1hile making ante-partum visits to mothers, 
two were referred by the school nurse, one was found as 
the result of follow-up on a birth certificate, · .and one 
t-1as referred by a nurse in the Well-Child Conference, It 
was shown in the case studies presented that the nurse 
assisted with the referral of six siblings to CSRP for 
evaluation. Thus, it was felt that case findings is an 
important function of the nurse. 
• 
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It can readily be noted from the case presentao 
tiona that the nurse acted as liaison agent and integrator 
between families and community agencies, Nine of the 
ten children had physical defects associated with their 
mental subnol:tllality. Many of the referrals, with which 
the nurse assisted, were in relation to correction of 
the physical defects, Inasmuch as the ultimate goal of 
CSRC is to help the child to reach the maximum of his 
limited potential, one would expect to find this activity. 
In addition to helping arrange appointments for the 
children, the nurse explained the procedures that would 
be carried out. Often transportation was arranged, 
Besides referrals of a medical nature, contacts were 
often made to social agencies and service clubs on behalf 
of families because of the economic problems which existed 
in so many of the homes. 
In the pre-school age sample, teaching of habit 
training appeared to be a service frequently rendered by 
the nurse, ~ro mothers were assi.sted ldth toilet training, 
their children. The mother of the youngest child in the 
sample is being assisted in teaching her child to walk. 
Two mothers were helped with problems in relation to 
f~eding and nutrition. 
It was very evident in reviewing the nurses• 
records that a large proportion of the nurse's time on 
• 
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hOIIIe vi.sits was spent in being a good listener. Often 
the mothers repeated the same problems on several occasions, 
Frequently, the nurse offered reassurance and praise to 
the mothers. In discussing the care of the retarded child, 
she stressed the fac.t that this child had the same needs 
as the so-called normal child, particularly in relation 
to discipline. Another topic relating to mental health, 
which was frequently discussed. was sibling relationships. 
The oldest child included in the sample is re-
ceiving direct counseling from the nurse. Regular office 
vi.sits are scheduled in which the nurse counsels this 
youth on his nutritional needs and discusses his eating 
habits with him. Another function of the nurse occasionally 
alluded to in the records is that of assisting in clinics. 
Mention was sometimes made that the child would be seen on 
his next clinical visit. 
In family-centered care, health teaching and 
health guidance have long been considered high priority 
functions of the public health nurse. In the case 
studies presented~ these activities were frequently 
mentioned. For example, four of the mothers have re-
ceived ante-partum guidance--one mother for two pregnancies. 
It follows that post-partum and infant health supervi~:~ion 
t-7as provided. Several preschool age children were 
7'J 
refe~ed to Well-ch~ld Conference for physical examinations 
and. :f.mmun~zations. In an attempt to prevent f~rther 
illness or complication, one mother was referred to a 
cardiac clinic and one father to a psychiatric clinic. 
Referrals for dental care were also made. In the area of 
health teaching for the entire family, n~trition was the 
s~bject most fre~ntly disc~ssed. 
Nursing visits were made in response to requests 
from mothers when a~te illness existed. The extended 
services provided in the case of the child t¢-Lth a 
septic hip were, of co~rse, made by a nurse from the VNA. 
• 
CHAPTER V 
SUMMARY, CONCWSIONS AND RECOMMENDATIONS 
Summary and Conclusions 
This exploratory study attempted to compare how 
ten families~ ~roo had l;'eceived coordinated services in the 
care and management of their retarded children in their 
own home setting~ perceived the functions of public health 
nUJises who provided part of these services; and hel-l the 
• public health nurses recorded the services which they had 
rendered to these ten families, 
•• 
The Cambridge Service for Retarded Childre11~ an 
i11tegral unit of the Cambridge Health Department, was the 
setti11g for this study in which the C~bridge Visiting 
Nursing Association provided certain of the nursing 
services as ~1ell as nurses from the Health Department, 
The ten families of mentally retarded children, who 
participated in the study, were receiving continuous, 
coordinated and integrated services from the CSRO, 
Data were obtained from informal, guided interviews: 
with the mothers of the ten retarded children and from a 
review of the public health nul;'ses 1 records. The activities 
80 
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which the nurses bad recorded t-rere categorized on work 
sheets designed f<>r this purpose, The data from both 
sources were compared .and swdied indiv1.dually as case 
presentations and collectively from the point of via.' 
of the mothers and public health nurses, 
Because this study was limited to ten families of 
mentally retarded children, who were receiving coordinated 
sll'!rvices ~om the CSRC, b~oad genll'!r/illizatio-ps cannot; be 
made from tlle findi11gs. :J:.n some instances, .it was 
impossible to separate the ~ique punctions of the ~~se 
from fU"Pctions in Which responsibilities were shared 
with othet staff membe~s at .CSRC, 
There ~.;ras a striking $:i.milarity bett.;reen the way 
in Which the famiUes viewed t~ £unc~ons of: tbe public 
health nurses and the way in wbich the PJ.lblic health 
nurses :~;ecorded thei:~; services• The main f1.metions ap• 
peered to be: 
1. Case finding and int~rtatal:ion of CSRC and 
nursing services, 
2.. Supportive care-·listenit~g and reassuring. 
3. Assil:;tance with problems of home maD?gement sue 
as, toilet trainingJ and £eedit~g of presehoo;t.J 
age children • 
• 
• 
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Direct counseling of children in the 
school•age group. 
5. Reinterpretation of referral to other 
agencies--mainly for con-ection of physical 
defects. Included in this function wey;e 
liaison activities with lrorkers in other 
agencies and interpretive services to the 
parents of the children. 
6. Direct nursing service during illness. 
7. Health guidance for the indi.uiduals and the 
total family. 
8. Other--as nursing service rendered in the 
clinic. 
There appeared to be two slight discrepancies in 
perception of services rendered. Although the public 
health nurse had helped directly to prepare two school-age 
children for surgery~ her recordings did not reveal that 
the counseling had been done directly with the children; 
and the mothers? in many instances, failed to recall 
certain health guidance activities such as, referral to 
Well-child Conference or discussion of adequate nutrition.j 
• 
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Recommendations 
On the basis: of the findings of this study~ 
the following recommendations are made; 
(1) That this study be developed into a longi-
tudinal study nith the same ten famili.es as this original 
sample· to discover the differences in focus of content in 
the nursing visit as the children grow older, the increased 
or decreased need for public health nursing services. and 
whether or not there is a change in attitude on the 
parents' part towards the problem of mental subnormality • 
(2) That a similar study be carried out to include 
a larger sample in which an attempt is made to control 
certain variables, such as age of the child and severity 
of the retardation. 
(3) That further consideration be given by 
nurses to counseling schoolwage children individually as 
well as wo:dting with the parents. 
(4) That the nurses and staff of CSRC utilize 
all available opportunities to interpret their services 
to the community. 
(5) That inferences be made from the data in this 
study in planning in-service education programs for public 
health nurses, 
• 
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(6) That inferences be made from the data in this 
study in integrating care of the retarded child in basic 
nursing educational programs. 
(7) That a method~ similar to the one used in this 
study. be developed as an evaluative tool to be used at 
designated interp.als in the follow-up care of mentally 
retarded children and their families to help determine 
if their nursing needs are being met. 
(8) That in the future., a time study be conducted 
to detemine the amount of nursing time spent on the 
average home visit to mentally retarded children and 
their families • the amount of office time used in carrying 
out liaison and referral activities, the amount of time 
spent in supportive care, and the amount of time spent 
in other traditional activities of family-centered care 
and health guidance . 
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APPENDIX A 
• Sample l-1o:rksheet Used in Analysis of Nurses' Records 
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APPENDIX B 
• Sample Interview Guide 
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Interviet-1 Guide 
What kinds of help did you expect to receive from the 
public health nurse? 
In what ways did she provide this? 
What other kinds o~ help do you feel the public health 
nurse gave you 1-dth the care of (name of child) 'l 
tofuat sort of information or help that the public health 
nurse provided did you find moat helpful? 
How did you feel after talking to the public health nurse 
about (name of child) ? 
In the future if you have a question regarding (name of 
child), would you think to call the public health nurse? 
Have you called her within the past three months? 
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Was there anyone else that you found especially helpful in 1
1 
the care of (name of child)? Who'l I 
Did the nurse help with the health problema of any other 
members of your family? How did she help? 
Are there any other problems with lmich you feel the 
nurse could help? 
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